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Introduction 


(     /n  1980, 1  spoke  of  the  Rediscovery  of  the  Family  in  a 

V-  J  speech  at  a  conference  in  Madison,  Wisconsin.  Parents 
and  family  members  had  originally  begun  the  revolution 
that  brought  public  attention  to  the  rights  of  individuals  with 
disabilities  and  their  need  to  live  full  productive  lives. 

However,  eventually  the  movement  became  dominated  by 
professional  services  which  caused  another  type  of  segregation  for  people  with 
disabilities.  Fortunately  in  recent  years  families  and  more  importantly  self  advo- 
cates once  again  found  their  voices  and  became  active  participants  in  planning 
and  service  delivery. 

The  Families  1,000  event  was  a  tremendous  celebration  of  the  contributions  and 
accomplishments  of  many  individuals  with  disabilities  and  their  families  in  their 
own  communities.  The  rediscovery  of  the  importance  of  the  family  and  self  advo- 
cacy is  reaffirmed  by  this  event.  In  simple  but  important  ways  self  advocates  have 
assumed  their  proper  place  in  our  society. 

We  are  indebted  to  Governor  Weld,  Secretary  Whitburn,  and  Commissioner 
Campbell  for  their  recognition  that  choice,  dignity,  and  self  respect  are  corner- 
stones in  the  lives  Of  these  individuals. 
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Dr.  Gunnar  Dybxvad  is  an  international  leader  in  the  field  of  developmental  disabilities. 
He  is  professor  emeritus  of  Human  Development  at  the  Heller  Graduate  School  for 
Advanced  Studies  in  Social  Welfare  at  Brandeis  University. 
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Families  1 ,000 


"We  did  what  we  had  to  do.  We  did  what  was  right  for  our  daughter 
But  no  one  ever  told  us  we  did  a  good  job!' 

-  A  family  from  Southeastern  Massachusetts 


These  words  capture  what  Families  1 ,000  was  all  about. 

In  the  Spring  of  1995,  the  Department  of  Mental  Retardation  in  coordination  with  area  Citizens 
Advisory  Boards,  private  provider  organizations,  and  other  groups  began  an  ambitious  campaign  to 
recognize  1,000  families  and  individuals  across  the  state  as  part  of  Mental  Retardation/Develop- 
mental Disabilities  Awareness  month. 

The  objective  of  the  program  was  to  highlight  the  achievements  and  contributions  of  a  thousand 
people  who  contributed  to  the  enrichment  of  people's  lives  with  mental  retardation.  They  were 
parents,  brothers  and  sisters,  volunteers,  staff,  advocates,  neighbors,  friends,  employers,  local 
businesses,  or  citizens  whose  actions  clearly  demonstrated  the  benefits  of  choice,  dignity,  respect 
and  independence. 

Nominations  for  Families  1,000  came  from  many  sources.  There  were  families  who  developed 
innovative  solutions  for  community  living,  supporting  family  members  at  home  despite  significant 
obstacles,  good  neighbors  who  helped  out  and  cared,  businesses  that  made  people  feel  welcome 
and  let  them  know  they  belong,  and  people  who  advocate  for  change  and  make  positive  things 
happen. 

There  were  more  than  30  local  events  held  throughout  the  Commonwealth  in  February  and  March 
that  led  up  to  the  historic  State  House  gathering.  All  of  these  ceremonies  built  support  and  in- 
creased awareness  of  the  rights,  achievements,  talents,  and  perseverance  of  people  with  mental 
retardation. 

This  book  highlights  the  stories  of  20  of  those  families.  These  individuals  are  representative  of 
the  accomplishments  and  contributions  of  the  1,000  families  and  individuals  who  were  honored 
across  the  Commonwealth  in  this  campaign. 
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The  State  House 

The  Great  Hall,  March  27,  1995 


Governor  William  F.  Weld  (left)  presents  a  Recognition  Award  to  Josefina  Castillo 
of  Holyoke.  Philip  Campbell,  DMR  Commissioner  looks  on. 


More  than  1,300  people  came 
to  the  Massachusetts  State 
House  on  Monday  morning, 
March  27  to  be  honored  by  Gov. 
William  F.  Weld  and  the  Department 
of  Mental  Retardation  for  their 
contributions  to  people  with  mental 
retardation. 

The  event  was  held  in  the  Great 
Hall  at  the  State  House.  The  event 
was  the  culmination  of  DMR's 
Families  1,000  campaign  which 
honors  families  and  individuals 
across  the  state. 

"Your  presence  here  in  such 
impressive  numbers  reaffirms  the 
positive  impact  that  people  with 
disabilities  have  on  society,"  Gov. 
Weld  said.  "Many  of  you  are  making 
history  in  your  hometowns,  accom- 
plishing things  no  one  would  have 
imagined  ten  years  ago. 

"As  Governor,  I  want  to  extend  to  all 
of  you  my  heartfelt  congratulations 
for  all  of  the  accomplishments  and 
contributions  you  have  made,"  the 
Governor  said. 

Gov.  Weld  presented  special 
Governor's  Recognition  Awards  to 
five  individuals  across  the  state. 
They  were:  Josefina  Castillo,  from 
Holyoke;  Ann  Vesky,  Southbridge; 
Mrs.  Marie  Ford,  Melrose;  Mr.  &  Mrs. 
Kevin  MacKenzie,  Brockton;  and  the 
Karasinski  Family,  from  Somerville. 

Gerald  Whitburn,  Secretary,  Execu- 
tive Office  of  Health  and  Human 
Services,  and  selected  legislators  also 
addressed  the  State  House  assembly. 

"Over  the  last  four  years,  this 
administration  has  significantly 


increased  the  number  of  people 
who  are  receiving  support  services," 
the  Secretary  said.  "We  have  ex- 
panded the  array  of  services,  built 
hundreds  of  small  community 
homes,  and  developed  flexible 
funding  options." 

"While  programs  and  supports  can 
help,  they  are  no  match  for  the  care 
and  commitment  that  permeates  the 
Great  Hall  today,"  the  Secretary 
continued.  "Simple,  yet  noble,  deeds 
that  helped  someone  become  a  better 
person,  learn  a  new  skill,  get  a  real 
job,  or  feel  they  belong.  These  are 
the  actions  we  honor  this  morning." 

Philip  Campbell,  DMR  Commis- 
sioner explained,  "The  objective  of 
the  program  is  to  highlight  the 
achievements  and  contributions  of  a 
thousand  people  across  Massachu- 


setts who  have  contributed  to  the 
enrichment  of  the  lives  of  people 
with  mental  retardation.  We  are 
honoring  average  people  whose 
extraordinary  actions  have  clearly 
demonstrated  the  benefits  of  choice, 
dignity,  respect  and  independence." 

Throughout  March  and  April  more 
than  30  local  events  were  held  across 
the  state  to  honor  recipients  of  the 
Fa milies  1, 000  program.  These 
events  generated  a  large  amount  of 
media  coverage  and  public  attention 
for  the  accomplishments  of  these 
individuals  and  families  and  the 
DMR. 

Charles  Austin,  a  parent,  member 
of  the  Governor's  Commission  on 
Mental  Retardation,  and  news  re- 
porter for  Channel  4,  WBZ-TV,  was  an 


honored  guest  and  master  of  cer- 
emonies. The  late  Louise  Johnson 
and  her  family  were  honored  by  Rep. 
Angelo  M.  Scaccia  (D-Readville)  for 
her  lifetime  of  achievement  in 
advocating  for  people  with  disabili- 
ties. 

Families  1,000  was  coordinated 
through  local  DMR  offices,  Citizens 
Advisory  Boards,  private  provider 
organizations,  and  other  groups. 


"Many  of  you 
are  making  history 
in  your  hometowns, 
accomplishing  things 
no  one  would  have 
imagined  ten 
years  ago!' 


Honorees  for  Families  1,000  were 
nominated  from  many  sources. 
There  were  families  who  developed 
innovative  solutions  for  community 
living,  good  neighbors  who  helped 
out  and  cared,  people  who  supported 
consumers  at  home  despite  signifi- 
cant obstacles,  businesses  who  made 
people  with  mental  retardation  feel 
welcome,  advocates, and  other 
noteworthy  achievers. 
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&  -Proclamation 

By  His  Excellency 
GOVERNOR  WILLIAM  F.  WELD 
1995 

WHEREAS:  Developmental  Disabilities  and  mental  retardation  affects  more  than  200,000  children 
and  adults,  and  their  families;  and 

WHEREAS:  Developmental  disabilities  and  mental  retartdation  are  chronic  conditions  attributed  to 
mental  or  physical  impairments  which  begin  early  in  life  and  result  in  limitations  in  such  areas  as  self- 
care,  mobility,  language,  learning,  and  self-direction;  and 

WHEREAS:  Persons  with  developmental  disabilities  and  mental  retardation  frequently  require 
specialized,  interdisciplinary  services  and  treatment  as  well  as  generic  services  and  supports  for 
extended  periods  of  their  lives,  and 

WHEREAS:  The  services  and  expertise  provided  by  professional  personnel,  parents,  and  concerned 
citizens  enable  persons  with  developmental  disabilities  and  mental  retardation  to  participate  more 
freely  in  education,  employment,  family  life,  and  community  life,  and; 

WHEREAS:  The  vast  majority  of  persons  with  developmental  disabilities  and  mental  retardation  now 
live  in  community  homes,  where  their  lives  are  less  restricted  than  in  institutional  settings;  and 

WHEREAS:  Persons  with  developmental  disabilities  and  mental  retardation  are  capable  of  becoming 
more  independent  and  economically  self-sufficient;  and 

WHEREAS:  Public  awareness  of  the  support  needs  and  the  capabilities  of  these  individuals  is 
essential  for  the  creation  of  inclusive  and  richly  diversified  communities;  and 

WHEREAS:  The  presence  and  full  participation  of  persons  with  developmental  disabilities  and 
mental  retardation  in  the  daily  life  of  their  home  communities  encourage  them  to  offer  their  contribu- 
tions to  the  common  good; 

NOW  THEREFORE,  I,  WILLIAM  F.  WELD,  Governor  of  the  Commonwealth  of  Massachusetts,  do 
hereby  proclaim  the  month  of  March,  1995  as 

DEVELOPMENTAL  DISABILITIES  AND  MENTAL  RETARDATION  AWARENESS  MONTH 

and  urge  all  citizens  of  the  Commonwealth  to  take  cognizance  of  this  event  and  participate  fittingly  in 
its  observance. 

Given  at  the  Executive  Chamber  in  Boston,  the  eighth  day  of  March,  in  the  year 
of  our  Lord  one  thousand  nine  hundred  and  ninety-five,  and  of  the  Indepen 
dence  of  the  United  States  of  America,  the  two  hundred  and  nineteenth. 

By  his  Excellency  the  Governor 


WILLIAM  F.  WELD 


William  F.  Galvin 

Secretary  of  the  Commonwealth 
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(Left  to  Right)  Father  Andrew  Johnson,  Rita  Johnson,  and  Robert  Johnson,  listen  to 
Rep.  Angelo  M.  Scaccia  (D-Readville)  read  the  proclamation  honoring  their  late  mother. 


Western  Massachusetts 


"Someone  they  can 
trust,  someone  with 
a  warm  heart,  and 
a  good  advocate!' 


Governors  j^ward 

Ms.  Josefina  Castillo 


She  helped  start  the  Hispanic 
Support  Project  to  help 
families.  She  still  serves  as 
the  family  advocate  for  the 
project  that  is  hosted  by  the 
Multicultural  Community  Services 
of  Pioneer  Valley,  Inc.  serving 
families  in  the  Springfield/ 
Westfield  Area. 

Josefina  Castillo  is  a  woman 
who  took  all  of  her  experiences 
she  gained  fighting  for  the  right 
services  for  her  son  and  used 
them  to  help  the  DMR  extend  its 
services  to  multicultural  families 
in  the  greater  Springfield 
area. 

Ms.  Castillo  started  out  a 
decade  ago  as  an  activist 
pushing  for  services  for 
her  son  when  he  was  in 
school  and  in  the  commu- 
nity. Although  she  says  it 
was  hard  at  first  to  let  him 
go,  Josefina's  son  now  lives 
in  his  own  apartment  with 
appropriate  supports  and 
is  doing  very  well. 

Seven  years  ago,  Josefina 
recalls,  there  were  no 
support  groups,  no  access 
to  services,  she  was  aware 
of  for  Hispanic  families 
who  had  children  with 
disabilities.  She  wanted  to 
make  sure  other  families 
did  not  have  to  go  through 
what  she  did. 


"Every  time  I  can  help  someone  or 
a  family  get  services,  it  gives  me 
the  motivation  to  help  someone 
else,"  she  explains. 

Ms.  Castillo  extends  herself  not 
only  to  families  in  her  program  or 
in  western  Massachusetts,  but  also 
throughout  the  state.  She  has 
presented  at  conferences  and 
many  statewide  parent  group 
meetings. 

Josefina  encourages  families  to 
participate  in  leadership  training 
programs  through  Uniting  Families 
for  Change,  which  specifically 
addresses  the  needs  of  families 
who  are  new  to  the  DMR  service 
system.  She  teaches  them  how  to 
advocate  for  themselves,  work  with 
local  housing  authorities,  govern- 
ment agencies,  and  school  sys- 
tems. 

With  a  warm  and  supporting 
hand,  Ms.  Castillo  assists  families 
to  find  interpreter  services  at 
hospitals,  health  centers,  housing 
agencies,  and  other  government 
and  business  agencies.  She  helps 
them  to  understand  their  rights  to 
avail  themselves  of  appropriate 
support  services.  Josefina  encour- 
ages families  to  make  sure  their 
family  members  are  integrated  into 
their  schools  and  communities. 

Families  who  have  worked  with 
her  describe  Josefina  as  someone 
they  can  trust,  someone  with 
a  warm  heart,  and  a  good  advocate. 


Western  Massachusetts 


Thomas  Banks 


"People  should 
just  be  accepted 
for  what  they  are" 


Thomas  Banks  of  Chicopee  is  a 
fighter  with  a  smile.  A  friendly 
man  with  a  hearty  laugh.Tom 
has  cleared  many  hurdles  to  improve 
his  life  and  to  share  the  knowledge 
and  experience  he  has  gained  with 
people  around  him. 

Tom  lives  independently  in  his  own 
apartment.  He  works  in  the  Mainte- 
nance Department  at  Westover  Air 
Force  Base.  He  is  one  of  the  founders 
and  the  president  of  a  self-advocacy 
group  in  the  Holyoke/Chicopee  area. 
He  is  a  member  of  the  Open  Door 
Club  in  Northampton,  and  is  active  in 
a  tenant  advocacy  and  neighbor 

relations  group  within  his 
apartment  complex. 

Tom  left  the  former 
Belchertown  State  School  in 
the  early  1970's  and  lived  in 
group  homes  and  other  living 
situations  in  Western  Massa- 
chusetts. Through  his  self 
advocacy,  Tom  convinced  his 
service  coordinators  that  he 
was  ready  to  live  on  his  own, 
which  he  has  done  success- 
fully for  the  last  three  years. 

Tom  is  a  firm  believer  in 
people  with  disabilities 
taking  responsibility  for  their 
lives,  getting  involved, 
expressing  their  needs  and 
desires  so  they  can  work 
together  for  change.  This 
was  one  of  the  main  reasons 
Tom  became  involved  with 
the  advocacy  movement.  Tom  also 
joined  his  area  Toastmaster's  organi- 


zation to  improve  his  public  speaking 
skills. 

"There  are  so  many  people  who  are 
discriminated  against,"  Tom  states 
forcefully.  "There  should  be  no 
discrimination.  People  should  just  be 
accepted  for  what  they  are." 

Tom  has  done  a  lot  to  help  other 
people  with  disabilities.  He  took  an 
active  role  helping  a  friend  move  into 
in  his  apartment  complex.  He  intro- 
duced her  to  neighbors,  familiarized 
her  with  residential  protocols,  local 
stores  and  services  so  that  his  friend 
would  have  a  greater  chance  of 
feeling  comfortable  in  her  new  home. 
Tom  is  also  helping  another  friend  to 
find  work. 

"I  offer  basic  advice  and  work  with 
him,"  Tom  explains.  "I  tell  him  that 
whatever  he  wants  to  do,  do  it!  Look 
professional!  It  could  be  a  long 
process,  but  he  has  to  stick  to  it.  I 
always  say,  'Once  you  get  your  foot  in 
the  door,  and  they  (an  employer) 
accept  you,  don't  take  it  out.'  Try 
hard  and  do  your  job  as  best  as  you 
can.  Some  bosses  will  look  for  any 
excuse  to  get  rid  of  someone  with  a 
disability." 

Tom  has  his  own  hopes  and  dreams. 
Eventually,  he  would  like  to  pursue  a 
career  where  he  could  help  other 
people  with  disabilities.  He  has 
already  used  his  life  experiences  and 
insights  as  a  guest  lecturer  at  several 
local  and  statewide  conferences  and 
hopes  he  can  do  more  in  this  area. 

"I've  got  a  lot  to  offer,"  Tom  says 
with  a  confident  smile. 


Western  Massachusetts 


Curtis  Menton 


T 


"1  consider 
myself  a  true 
champion. . .  It 
is  the  most 
beautiful  feeling" 


raining,  staying  in  peak  condi- 
tion, eating  right,  and  competi 
tion  are  of  prime  importance  to 
Curtis  Menton,  of  Spring- 
field. His  passions  have 
paid  big  dividends  for 
this  athlete  in  competi- 
tions throughout  the 
country. 

Last  summer,  Menton 
won  four  gold  medals 
and  one  silver  in  wheel- 
chair competitions  at  the 
Victory  Games  that  were 
held  in  Hartford,  CT.  A 
solid  150  lbs,  ("There's 
no  fat  on  me."),  Curtis  set 
a  record  for  his  weight 
class  in  competition  at 
Michigan  State  University 
by  bench  pressing  346 
pounds. 


Since  an  early  age,  Curtis  has  been 
collecting  medals  and  awards  in 
Special  Olympics  in  events  such  as 
wheelchair  basketball,  volleyball,  and 
soccer.  He  has  competed  in  track  and 
field  events;  javelin,  discus  and  shot 
put.  But  wheelchair  racing  remains  his 
number  one  passion. 

"I  consider  myself  a  true  cham- 
pion," Curtis  explains.  "There's  a 
special  feeling  that  you  get  from 
competition.  You  prepare,  you  train 
hard,  you  do  your  best,  but  it  all  . 
comes  down  to  this;  —  someone's 
trying  to  catch  me,  but  they  can't.  It  is 
the  most  beautiful  feeling." 

Curtis  acknowledges  the  many 
people  and  organizations  who  have 


helped  him  to  achieve  such  a  high 
level  of  competitive  excellence.  He 
cites  his  DMR  service  coordinators, 
the  Dunbar  Community  Center,  the 
United  Cerebral  Palsy,  and  Shriners 
Hospital,  that  have  helped  him  realize 
his  dreams.  He  is  particularly  grateful 
to  his  own  family,  and  other  families, 
friends,  and  civic  groups  who  banded 
together  to  purchase  an  expensive, 
light-weight  racing  chair  that  he  calls, 
"Go  Get  'Em."  "Go  Get  'Em"  has 
played  a  major  role  in  getting  Curtis 
across  the  finish  line  before  anybody 
else. 

He's  has  also  been  busy  sharing  his 
enthusiasm  to  help  other  people  with 
disabilities  to  improve  their  quality  of 
life. 

"I  hate  to  see  people  struggling  or 
suffering,"  Curtis  observes.  "Being  fit 
can  change  your  whole  life.  You  get  a 
better  attitude.  It  makes  you  want  to 
accomplish  things,  builds  your  self- 
confidence,  and  helps  you  to  stay  out 
of  trouble." 

He  regularly  lifts  weights  and  trains 
with  other  people  with  disabilities 
whom  he  has  introduced  to  fitness 
training.  His  training  philosophy  is 
start  slow,  do  what  you  can  and  then 
try  to  do  a  little  more.  Curtis  has  also 
met  with  grammar  school  students  to 
teach  them  about  disabilities  and 
what  people  can  accomplish.  He  spent 
several  months  at  a  grammar  school 
in  West  Springfield  this  spring  with 
the  assistance  of  a  DMR-funded 
program,  Work  Opportunity  Center. 
He  enjoyed  teaching  and  sharing  his 
experiences  with  the  students. 


Western  Massachusetts 


John  Patrick 


"Ym  too  busy 
looking  up 
to  look  down/ 


A close  friend  heard  John 
Patrick  say  these  words  near 
the  end  of  his  life.  In  many 
ways,  they  capture  the  feisty  spirit  of 
this  caring,  articulate,  and  effective 
activist  who  overcame  a  marathon  of 
hardships  to  emerge  as  a  leader  in  the 
civil  rights  movement  for  people  with 
disabilities. 

John  was  a  leader  before  his  time, 
speaking  out  for  the  rights  and 
dignity  of  people  with  mental  retarda- 
tion at  a  time  when  few  would  listen. 
He  spoke  out  against 

■ institutions  and  injustice.  He 
stressed  the  importance  of 
community  living.  He 
demanded  group  homes  that 
were  real  homes.  He  used 
the  media  to  scatter  his 
message  to  wider  audiences. 
John  made  his  points  in 
gently  measured,  persistent 
tones  that  gradually  eroded 
opposition. 


Early  on,  John  saw  the 
value  of  people  with  disabili- 
ties working  together, 
sharing  experiences,  and 
helping  each  other.  One  of 
the  more  touching  examples 
of  his  concern  for  others 
occurred  when  he  learned  he 
had  to  lose  both  of  his  legs 
due  to  a  serious  medical 
complication.  His  friends 
recall  his  very  next  words 
were,  "I  wonder  who  I  can 
give  my  shoes  to." 


His  list  of  life  accomplishments 
reads  like  the  vita  of  a  college  board 
president:  —  a  founder  of  the 
Committee  in  Support  of  Community 
Living,  a  consultant  and  teacher  on 
values-based  training  and  person- 
centered  support  services,  a  friend 
and  Samaritan  helping  people  transi- 
tion from  institutional  to  community 
life,  a  civil  activist  on  numerous 
occasions  demonstrating  and  speak- 
ing out  against  injustice,  a  member  of 
People  First,  the  Open  Door  Club, 
ArcMass,  and  several  DMR  advisory 
boards.  John  travelled  the  country 
and  spoke  at  many  forums  sharing 
his  experiences  and  insights  to  spread 
word  about  the  rights  and  abilities  of 
people  with  disabilities  and  of  the 
need  for  people  to  take  control  of 
their  lives. 

The  1995  DMR  Human  Rights 
Conference  was  dedicated  to  the  life 
and  ideals  of  John  Patrick.  The 
conference  dedication  captured  the 
spirit  of  the  man  in  these  words 
written  by  Ruby  Moore,  a  close  friend 
and  executive  director  of  New  En- 
gland Business  Associates. 

"John  worked  with  integrity, 
compassion,  and  a  clear  focus  on 
fairness  and  justice.  He  had  experi- 
enced great  suffering  in  his  life,  but 
had  a  unique  ability  to  talk  about  his 
own  pain  and  other  people's  pain 
without  eliciting  pity  or  guilt.  Rather, 
he  inspired  people  to  act  to  change 
things  that  shouldn't  have  happened 
in  the  past  and  need  to  be  prevented 
from  happening  in  the  future." 
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Central  Massachusetts 


"Employers  express 
the  highest  regard 
for  her  work  and 
dedication  to  the  job" 


Governors ^Iward 


Ms.  Ann  Vensky 


In  1964  Ann  J.  Vensky  moved 
from  the  Wrentham  State 
School  to  start  a  new  life. 

She  moved  in  with  a  family  in 
Southbridge.  Although  she  recalls 
that  she  was  scared  and  anxious 
at  the  time,  she  now  feels  it  was 
the  best  thing  that  ever  happened 
to  her. 

For  the  last  30  years,  Ann  has  re- 
mained a  Southbridge  resident. 

She  has  become  an  ac- 
tive member  of  her 
community  living  on 
her  own,  making 
friends,  working,  and 
building  relationships. 

Ann  has  worked  in  a 
variety  of  positions  in- 
cluding that  of  child 
care  aid,  baker's  assis- 
tant, laundry  presser, 
product  assembler, 
and  retail  clerk.  All  of 
her  employers  express 
the  highest  regard  for 
her  work  and  dedica- 
tion to  the  job. 

Presently,  Ann  lives 
with  her  long  time 
friends  Rose  and  Jim 
Griswald.  She  is  em- 
ployed part  time  as  a 
housekeeper  for  the 
Center  of  Hope  Adult 
Day  Care  Center,  and  is 


also  an  active  volunteer  in  her 
community,  assisting  elders  in  the 
Southbridge  area.  Ann  is  also  an 
active  member  of  her  church. 

For  the  past  year  she  has  served 
on  the  DMR  South  Valley  Advisory 
Board  and  participated  in  the  se- 
lection of  providers  in  the  con- 
tracting process.  She  is  planning 
to  become  a  Citizen  Monitor  of 
DMR  programs. 

Her  pleasant,  kind  personality 
and  constant  consideration  of  the 
needs  of  others  enrich  the  lives  of 
everyone  she  meets. 

Her  DMR  service  coordinator 
adds,  "All  of  us  who  have  had  the 
privilege  of  knowing  Ann  consider 
ourselves  fortunate  that  she  had 
the  courage  to  leave  an  institution 
when  she  did  and  move  into  the 
community  and  into  our  lives  and 
hearts." 


Central  Massachusetts 


Arlie  Anderson 


"He  is  so 
much  more 
than  a  boss" 


That  is  the  reason  why  Arlie 
Anderson  was  one  of  several 
employers  honored  in  the 
Families  1,000  campaign.  For  seven 
years,  Jason,  a  young  man  with  Down 
syndrome,  worked  for  Arhe  in  food 
service  at  the  Andover  Newton 
Theological  School  in  Newton. 

"I  was  always  interested  in  provid- 
ing an  opportunity  for  someone  with 
a  disability,"  Arlie  recalls.  "I  con- 
tacted the  DMR  and  together  we 
designed  a  job  for  Jason  around  his 
capabilities  and  limitations  that 
would  allow  for  growth  potential." 

Jason  began  at  an 
entry  level  position 
working  in  the  kitchen 
cleaning  pots  and  pans. 
But  over  the  course  of 
his  employment,  Jason 
developed  new  skills 
and  responsibilities  in 
food  service,  equipment 
management  and  meal 
preparation. 

"Jason  always  did  his 
job  very  nicely  without 
much  supervision,"  Arlie 
explains.  "It  is  amazing 
when  you  look  back  over 
the  seven  years  how  far 
he  has  come,  how  many 
tasks  he  has  mastered.  His  growth 
over  seven  years  is  just  amazing." 

According  to  Betheda  Shuman,  a 


DMR  service  coordinator,  Arlie  did 
more  than  just  supervise  Jason.  He 
created  a  supportive  working  environ- 
ment where  Jason  could  succeed  and 
become  a  respected  part  of  the  team 
and  a  friend  who  was  included  in 
outside  work  activities. 

"They  would  take  him  shopping, 
take  him  on  outings,  to  sporting 
events,  so  that  he  became  a  true 
member  of  their  social  circle,"  Betheda 
says.  "Arlie  in  particular  did  so  many 
things  above  and  beyond  what  a  boss 
would  do  to  make  sure  Jason  was  OK 
and  living  well.  I  remember  when 
Jason  was  facing  a  housing  crisis  and 
had  no  place  to  live.  Arlie  went  out  of 
his  way  to  locate  temporary  housing 
at  Andover  Newton  so  he  would  feel 
safe  and  still  be  able  to  work." 

Arlie  is  modest  about  his  involve- 
ment. "It  was  more  than  just  me 
although  I  certainly  appreciated 
receiving  the  award.  For  Jason  to 
succeed  in  this  job  there  were  many 
elements  that  had  to  fall  into  place. 

"Jason,  himself,  deserves  most  of 
the  credit,"  he  continues.  "A  manager 
also  needs  supportive  service  coordi- 
nation which  I  got  from  the  DMR.  You 
need  a  staff  that  cares  and  I  had  that 
with  my  team  at  Andover  Newton. 
And  you  also  need  a  supportive 
employer  (Andover  Newton  Theologi- 
cal School)  with  a  conscience  and  a 
heart  that  allowed  this  success  to 
happen." 


Central  Massachusetts 


Leo  LaChance 


"The  staff  who 
work  at  Templeton 
Developmental 
Center  really  do  a 
terrific  job!' 


Leo  LaChance  was  practicing 
"random  acts  of  kindness"  long 
before  it  became  a  fashionable 
slogan  on  bumper  stickers. 

For  more  than  45  years,  Leo 
LaChance,  a  successful  businessman 
and  real  estate  developer,  has  gener- 
ously shared  the  rewards  of  his  hard 
work  and  his  energies  to  benefit  many 
worthwhile  civic  causes. 

His  philanthropy  and  kindness  have 
also  extended  to  many  individuals 
with  mental  retardation  through  his 
association  with  the  DMR,  Templeton 
Developmental  Center,  and  New 
England  Villages.  The  LaChance's  have 
a  son  and  a  daughter  with  mental 
retardation;  Kenneth  who  lives  at 
Templeton  and  Nicole  who  lives  at 
New  England  Villages. 

"I  just  feel  fortunate  that  with  the 
success  I  have  had  in  life  that  I  am  in 


the  position  to  help  out  other 
people,"  LaChance  explains.  "That's 
really  what  it's  all  about." 

LaChance  built  a  home  for  his 
daughter  and  three  other  residents  at 
New  England  Villages  in  Pembroke. 
He  is  planning  to  build  a  home  for  his 
son  and  three  other  people  who  live 
at  Templeton  so  they  can  live  in  the 
community. 

"We  looked  at  a  lot  of  places  for 
Kenneth.  But  Templeton  was  the  best 
place  for  him  at  the  time.  Plus,  it  was 
nearby,"  Mr.  LaChance  recalls.  "The 
staff  who  work  at  Templeton  really  do 
a  terrific  job.  I  see  a  real  sense  of 
family  and  caring  there.  We're  really 
pleased  with  the  work  they  do." 

Patricia  Lyons,  Templeton's  Facility 
Director,  adds,  "Mr.  LaChance  is  a 
very  special,  warm  and  caring  indi- 
vidual. He  has  contributed  so  much 
to  enhance  the  lives  of  the  people 
who  live  here.  The  LaChance's  are 
generous  benefactors.  They  donated 
the  funds  for  a  swimming  pool  for  the 
residents.  They  have  helped  out  in 
countless  instances  whenever  they 
can  to  improve  the  quality  of  life  of 
our  residents  and  to  foster  growth 
and  independence." 

Bryan  Efron,  President  of  New 
England  Villages,  Inc.,  adds  "Leo  is  a 
very  warm  and  remarkable  man 
whose  generosity  has  helped  many 
people  at  New  England  Villages.  He 
helps  us  on  a  grand  scale  because  he 
is  able  to.  But  Leo  also  does  many 
small  things  for  individuals  here, 
staff,  families;  kindnesses  that  may 
go  unnoticed  but  are  always  helpful 
and  appreciated." 


Central  Massachusetts 


Lynda  Ritacco 


"/  have  always 
felt  that  families 
needed  to  have  a 
greater  voice  in  the 
decision-making 
process" 


Lynda  Ritacco  led  a  team  of 
parents  in  Central  Mass  who 
developed  a  flexible  funding 
family  support  system.  The  project 
was  coordinated  through  the  DMR 
and  the  Worcester  Area  Association 
for  Retarded  Citizens. 

In  the  past,  Lynda  says,  funding 
options  were  very  limited  with  dollars 
geared  to  specific  purposes  such  as 
respite,  temporary  staff  or  housing 
support  to  help  families  in  crisis. 

"There  was  a  sense  of  use  it  or  lose 
it  even  if  the  family  had  needs  other 
than  respite  services,"  Lynda  explains. 

With  the  advent  of  DMR's  "con- 
sumer driven"  system  a  few  years 
ago,  support  services  are  becoming 
more  tailored  to  personal  needs,  The 
DMR  has  developed 
several  statewide 
initiatives  to  assure 
families  have  more 
of  a  voice  and  more 
options  in  deter- 
mining how  the 
dollars  they  receive 
are  spent.  The 
Worcester  area 
family  support 
system  is  one  of 
these  programs. 


"Under  the  plan  our  group  devel- 
oped, families  have  more  flexibility, 
so  they  can  adapt  the  funds  they 
receive  to  their  own  specific  needs. 
Some  families  may  want  only  respite 
services.  But  others  may  have  other 
needs  such  as  adaptive  equipment, 
transportation  needs,  or  services  that 
are  not  covered  by  their  insurance," 
she  continues. 

According  to  Lynda,  one  family  in 
the  flexible  funding  program  used  the 
funds  to  build  a  fence  around  their 
yard.  Another  had  a  ramp  installed 
on  their  home  for  greater  accessibil- 
ity. Another  family  bought  special 
sports  equipment  so  their  child  could 
participate  in  local  athletic  programs. 
Under  the  program,  families  must 
follow  specific  DMR  guidelines  on 
how  the  funds  are  spent. 

"It's  worked  out  great  for  the 
families  who  are  in  the  program.  It 
also  is  more  efficient  since  the  funds 
are  being  spent  for  supports  and 
services  that  families  really  need,"  she 
asserts. 

Lynda  has  a  teenage  daughter, 
Adrianna,  who  receives  support  from 
the  DMR.  Lynda  also  serves  as  a 
member  of  the  Worcester  Area 
Citizens  Advisory  Board. 


Northeast  Massachusetts 


"Her  spirit  and 
caring  for  people 
with  disabilities 
lives  on" 


Governors ^Iward 


Mrs.  Marie  Ford 


For  46  years,  Mrs.  Ford 
dedicated  her  life  to  her 
daughter,  Mary  Gail,  her 
husband,  Richard,  her  family  and 
individuals  with  disabilities.  In 
the  late  1940's  there  was  no  DMR, 
no  family  support  networks,  no 
concept  of  inclusion,  or  wide- 
spread acceptance  of  the  rights  of 
people  with  disabilities.  Marie 
had  to  carve  her  own  path. 

Marie  and  Richard  co-founded 
the  Eastern  Middlesex  Association 
for  Retarded  Citizens  (EMARC).  In 
that  capacity  she  has  provided 
years  of 
education, 
program 
development, 
fund  raisers, 
and  social 
activities  to 
benefit  people 
with  disabili- 
ties. She 
organized  and 
motivated  who 
got  families  to 
work  together, 
to  support  each 
other  and  to 
solve  common 
problems. 

Marie  pro- 
vided continual 
support  to  her  daughter,  Mary 
Gail,  encouraging  her  move  from 
sheltered  to  competitive  employ- 


ment, and  to  have  a  very  active 
family  and  social  life. 

About  two  years  ago,  Mary  Gail 
was  diagnosed  with  Alzheimer 
disease.  Unfortunately,  the 
disease  progressed  quickly  and 
Mary  Gail's  needs  for  support 
increased  dramatically.  Mrs. 
Ford,  with  the  assistance  of  her 
family,  friends  and  a  DMR 
service  coordinator,  had  to  make 
the  hardest  decision  of  her  life 
—  to  place  her  daughter  into  a 
specialized  program  for  patients 
with  Alzheimer  disease. 

Though  Mrs.  Ford's  own  health 
was  failing,  she  continued  to 
visit  Mary  Gail  at  least  weekly  to 
ensure  her  care  was  constant 
and  of  good  quality.  After  three 
years,  Mary  Gail  succumbed  to 
the  disease  and  passed  away  in 
May,  1995.  Her  job  completed, 
Marie  passed  away  peacefully 
soon  after  in  July.  Their 
warmth,  compassion  and  zest 
for  life  touched  many. 


"Marie  has  been  there  for  the  best  of 
times  and  the  worst  of  times.  Her  spirit 
and  caring  for  people  with  disabilities 
lives  on." 

—  said  of  Marie  by  those  who  knew  her 


Northeast  Massachusetts 


Mrs.  Rachel  Dionne 


Many  of  the  Families  1 ,000  hon- 
orees  across  Massachusetts 
were  selected  because  of  the 
modest  yet  extraordinary  work  they 
do  raising  and  supporting  a  son  or 


"It  would  be  nice 
if  the  average 
person  knew  more 
about  autism!' 


daughter  with  a  disability.  These 
were  families  who  raised  their  chil- 
dren as  individuals,  who  included 
them  in  family  and  social  activities, 
and  who  helped  them  lead  their  lives 
to  the  fullest. 

Rachel  Dionne,  and  her  husband, 
Norman,  of  Arlington  are  prime 
examples.  The  Dionne's  have  28-year- 
old  son  Tom  who  has  autism.  He  has 
always  lived  at  home  and  this  family 
has  done  their  best  to  help  Tom  lead 
a  typical  and  fulfilling  life. 

"When  Tom  was  a  toddler,"  Mrs. 
Dionne  begins,  "we  knew  something 
was  not  quite  right.  It  took  us  a  while 
to  accept  that  he  had  autism,  but 
once  we  consulted  with  the  experts 
and  read  the  medical  research,  we 
knew." 

When  the  Dionne's  moved  to 
Arlington  in  the  1970's  they  were 


fortunate  that  the  town  was  in  the 
midst  of  pioneering  educational 
programs  for  children  with  develop- 
mental disabilities.  Tom  benefitted 
from  going  to  school  locally  and 
graduated  in  1989.  He  now  attends  a 
day  program  at  the  Kelleher  Center  in 
town. 

"There's  so  much  you  go  through  as 
a  parent,"  Mrs.  Dionne  continues,  "the 
struggles,  the  doubts,  and  also  the 
good  times.  Support  groups  were  very 
helpful.  They  help  you  know  you're 
not  alone,  that  there  are  families  with 
similar  stories  and  experiences.  You 
learn  to  work  together  to  get  the 
services  you  need. 

"Every  few  years  it  seems  there's  a 
new  'cure'  for  autism  that  promises 
breakthroughs.  We  tried  them  all 
from  vitamin  and  other  therapies, 
hearing  and  psychological  treatments; 
—  as  a  parent  you  have  to  investigate, 
but  after  20  years  you  get  very 
skeptical,"  she  says. 

According  to  Mrs.  Dionne  what 
works  for  her  is  simply  accepting 
Tom  as  he  is,  a  young  man  with 
autism,  and  doing  all  that  she  can  to 
make  his  life  and  her  family's  as 
normal  as  possible.  Success  comes 
from  having  a  supportive  partnership 
between  husband  and  wife  so  that 
both  can  pursue  interests  outside  the 
home  and  have  occasional  breaks. 

"It  would  be  nicer  if  the  average 
person  knew  more  about  autism  and 
some  of  its  more  challenging  behav- 
iors," Mrs.  Dionne  says.  "They  need  to 
look  past  the  involuntary  movements 
and  see  the  person  that  is  there.  They 
might  be  a  bit  more  understanding. 

"I  believe  that  Tom  understands 
what's  going  on  around  him  but  he 
just  cannot  express  himself,"  she 
explains.  "At  times,  he  seems  disen- 
gaged but  I  believe  he  really  grasps 
what's  going  on." 


Northeast  Massachusetts 


Tony  and  Danny  Marques 


"His  brothers  and 
sisters  really  pitched 
in.  We  all  made  sure 
Danny  was  a  part 
of  the  family!' 


A heart-warming  energy  radi- 
ates between  them  whenever 
they  are  together:  Danny 
beaming  a  gleeful  smile  of  delight, 
and  Tony  reflecting  the  same  loving 
intensity  back. 

It  is  not  easy  being  a  single  parent 
of  a  child  with  a  disability,  and  Tony 
says  it  has  become  more  difficult  as 
Danny  has  gotten  older.  Danny 
requires  total  care.  He  is  legally 
blind,  uses  a  wheelchair,  and  speaks 
only  a  few  words. 

"There  are  times  when  Danny  stays 
awake  three  days  in  a  row,"  Tony 
explains.  "I'm  not  kidding.  Danny 
can  take  a  little  cat-nap  and  he's 
completely  refreshed.  It  can  really 
wear  you  down." 


Yet  despite  these 
mild  grumblings, 
anyone  can  see  Tony 
is  devoted  to  the 
young  man,  doing 
anything  he  can  to 
make  his  life  better 
and  advocating  for 
the  support  services 
he  needs. 

When  Danny  came 
into  his  life  23  years 
ago,  Tony  made  it 
clear  to  his  other  five 
children  that  they  all 
shared  the  responsi- 
bility for  taking  care 
of  Danny. 


"His  brothers  and  sisters  really 
pitched  in,"  Tony  recalls.  "We  all 
made  sure  Danny  was  a  part  of  the 


family.  Our  house  was  the  social 
center  for  the  neighborhood.  All  of 
my  kids'  friends  got  to  know  Danny. 
In  fact,  my  daughters  would  bring 
their  boyfriends  to  Danny  to  make 
sure  he  approved  of  them.  In  many 
ways,  I  think  having  a  brother  with  a 
disability  made  them  all  better 
persons." 

As  his  children  grew  older  and 
assumed  other  responsibilities,  Tony 
reverted  to  being  the  primary  care 
giver.  Tony  got  a  job  working  as  a 
custodian  in  the  building  where 
Danny  lives  so  he  would  always  be 
nearby.  He  also  receives  scheduled 
home  health  aid  services  each  week,  a 
day  program  run  by  the  Arc  of 
Greater  Lowell,  and  family  support 
respite  services.  But  it  is  Tony  who 
provides  most  of  Danny's  daily  needs 
and  companionship. 

Tony  honed  his  instincts  over  the 
years  to  understand  what  Danny 
wants  or  needs,  as  any  parent  does. 
He  said  he  had  to  rely  on  hands-on, 
trial  and  error  training  to  learn  how 
to  take  care  of  a  person  with  a 
disability.  He  tries  to  use  himself  as  a 
barometer  to  figure  out  what  Danny 
wants. 

"I'll  ask  myself,  did  I  want  to  do  it? 
Am  I  comfortable  doing  this?  If  the 
answer  is  no  then  there's  no  way 
Danny's  going  to  do  it,"  Tony  simply 
explains. 

Tony's  work  with  Danny  has  also 
made  him  very  active  in  the  Lowell 
area  advocating  for  people  with 
disabilities  and  their  families.  He 
currently  serves  as  a  member  of  the 
Arc's  Family  Support  Council. 


Northeast  Massachusetts 


"No  one  else  is 
going  to  do  the  job 
better  when  it  comes 
to  advocating  for 
your  child" 


Susan  Nadworny 


John  and  Susan  Nadworny,  of 
Melrose,  got  a  crash  course  in 
mental  retardation  and  advocacy 
when  their  son  James  was  born 
with  Down  syndrome  and  a  seizure 
disorder  four  years  ago.  But  in  that 
short  period,  Susan  has  emerged  as 
an  activist  and  a  leader  in  the  state- 
wide Families  Organizing  for  Change 
(FOC)  movement.  This  organization, 
which  began  with  a  grant  from  the 
DMR,  is  a  vigorous  group  of  parents 
who  come  together  to  share  experi- 
ences and  information.  They  hold 
  seminars  on  leader- 
ship, home  buying, 
advocacy,  and  other 
topics,  and  work 
with  the  DMR  to 
improve  the  service 
support  system. 

"Parents  need  to 
know  what  supports 
and  services  are 
available,  what  all  of 
their  options  are,  and 
how  you  get  them," 
Susan  states. 

Susan  is  the 
regional  coordinator 
for  the  Northeast. 
This  region  started 
later  than  other  FOC 
groups  but  in  just 
two  years  has 
developed  into  an 
energetic  group  that 
reaches  out  to 
families  in  need. 
Susan's  enthusiasm 
and  networking  have 


paid  off.  Several  of  the  statewide  FOC 
conferences  have  attracted  more  than 
200  families  from  all  over  Massachu- 
setts. 

"I've  met  mothers  at  the  leadership 
conferences  who  had  never  been  away 
from  their  child  until  they  attended 
the  conference,"  Susan  says.  "You 
meet  other  families  and  share  stories. 
The  sessions  build  confidence  and 
help  people  make  connections.  You 
get  information  you  can  use  and  you 
have  the  opportunity  to  meet  and  talk 
with  the  experts." 

Her  husband,  John,  adds,  "It  is 
inspiring  to  hear  the  success  stories 
of  what  other  families  have  accom- 
plished. It  gets  you  pumped  up  to  do 
more  for  your  own  child." 

The  reason  for  this  leadership  and 
activism,  Susan  believes,  is  to  create  a 
better  world  for  their  kids,  where 
children  with  disabilities  can  lead 
"wonderful  and  meaningful  lives," 
where  they  are  accepted. 

"I  want  James  to  grow  up  in  a 
different  world  than  the  one  we  know 
where  people  are  used  to  seeing 
people  with  disabilities  so  it  is  less  of 
a  big  deal,  where  people  are  judged 
on  their  abilities,  and  freely  included 
in  every  social  and  recreational 
opportunity,"  she  explains. 

"James  was  not  what  we  expected. 
He's  so  much  more;  a  warm,  loving 
little  boy  with  so  much  potential.  He 
deserves  the  chance  to  lead  a  full  life. 
If  parents  work  together,  we  can  make 
that  happen  for  so  many  children." 


Metropolitan  Boston 


Governor's ^Iward 

Ms.  Cindy  Karasinski 


"Being  willing  to 
listen  and  work 
as  a  team  can  lead 
to  a  better  life!' 


Two  years  ago,  Cindy 
Karasinski  was  living  with 
her  father  in  a  second  floor 
apartment  of  a  three  family  home. 

Her  brother 
Robert  and  his 
wife  Barbara 
lived  on  the 
first  floor. 

One  after- 
noon, DMR's 
area  office 
received  a  call 
from  Barbara 
indicating  that 
her  father-in- 
law  had 
become  termi- 
nally ill  and 
Cindy  would 
need  to  find  a 
new  home. 

Initially  the  family  thought 
Cindy  could  live  in  a  structured 
group  home  setting.  But  after 
several  meetings  with  their  service 
coordinator,  Cindy  began  to 
express  her  own  desires  of  where 
she  wanted  to  live.  She  preferred 
to  stay  in  her  own  apartment,  the 
home  she  knew.  It  also  became 
clear  that  Cindy  was  a  highly 
skilled  individual  who  had  had 
limited  opportunity  to  exercise 
her  skills.  The  team,  Cindy  and 
her  family  felt  that  with  some 
support,  Cindy  could  develop  the 
skills  that  were  necessary  for 
independent  living. 


Barbara  and  Bob  agreed  that 
they  would  work  with  their  sister 
to  help  Cindy  explore  the  idea  of 
independent  living.  Barbara 
worked  with  staff  teaching  Cindy 
how  to  travel  around  the 
Somerville  area,  how  to  shop,  how 
to  manage  money,  and  other 
necessary  skills. 

When  Cindy's  father  passed 
away,  support  services  were  put  in 
place  to  help  Cindy  stay  in  the 
apartment.  DMR  and  her  family 
began  to  search  for  appropriate 
roommates  for  her.  The  team  and 
the  Karasinski' s  eventually  found 
two  appropriate  roommates;  — 
Janice,  who  was  living  in  her 
family's  home  and  anxious  for 
more  independence,  and  Marc,  a 
human  services  employee  who  was 
willing  to  try  the  idea  of  shared 
living. 

This  living  arrangement  has 
worked  well  for  the  trio.  Cindy, 
Janice  and  Mark  live  in  the  second 
floor  apartment  and  share  the 
household  chores,  friendships  and 
daily  life  together.  Barbara  and 
Bob  continue  to  enjoy  their 
participation  in  Cindy's  life  and 
are  pleased  with  the  progress  she 
has  made  to  live  on  her  own. 

The  Karasinki  family  showed 
how  expressing  true  wants  and 
needs,  having  open  minds,  explor- 
ing options,  taking  risks,  and 
being  willing  to  listen  and  work  as 
a  team  can  lead  to  a  better  life  for 
a  person  with  a  disability. 


Metropolitan  Boston 


Albert  Hart 


ul  really  like 
my  life  now... 
It's  my  Christmas 
dream  come  true" 


Albert  Hart  is  a  tall,  shy  young 
man  who  courageously  left  a 
difficult  home  situation  in  the 
inner  city  to  live  on  his  own. 

Al  dreamed  of  independence  and 
freedom.  He  wanted  to  work  and 
manage  his  own  money.  He  wanted 
to  travel.  He  wanted  to  be  his  own 
man  and  have  a  better  life. 

"Albert  is  very  quiet  but  he  has  a 
tremendous  inner  resolve,"  explains 
Deborah  Herst  Hill,  his  case  manager 
at  the  time.  "Even 
though  it  was  not 
the  best  situation,  it 
was  very  frighten- 
ing for  Al  to  leave 
the  only  home  he 
knew.  He  has  made 
incredible  progress 
now  that  he's  living 
on  his  own." 

According  to 
Deborah,  Albert 
needed  support  in 
independent  living 
skills,  food  prepara- 
tion, money  man- 
agement and 
learning  the  public 
transportation 
system  around  the 
greater  Boston  area. 
Through  his  own 
strength,  motiva- 
tion and  self-advocacy,  Albert  made 
dramatic  progress  in  a  short  period 
of  time. 


"I  had  a  lot  of  meetings  with 
Debbie,"  Albert  recalls.  "I  told  her 
what  I  wanted  and  it  all  happened." 

Albert  moved  into  his  own  super- 
vised apartment  in  December,  1994, 
perfect  timing  he  described  as  "my 
Christmas  dream  come  true." 

Albert  lives  with  a  roommate  in  his 
own  two  bedroom  apartment  in 
Roslindale  in  a  home  operated  by  the 
Vinfen  Corp.  He  has  a  full-time  job 
working  in  maintenance  for  Standard 
Uniform  Services. 

He  describes  how  his  life  has 
changed.  "I  have  my  own  place.  I 
have  more  independence.  I  have  new 
friends.  I  pay  all  my  own  bills.  I  go  to 
the  malls  and  the  movies.  I  travel 
around  Boston  on  the  'T.'  I  really  like 
my  life,  now." 

Albert  even  left  the  city  behind  last 
summer  and  went  backpacking  in  the 
Adirondacks. 


Metropolitan  Boston 


Jeanne  Jean-Jacques,  Martin  Adolphe 
and  Viergella  Milord 


"Families  helping 
families,  sharing 
experiences  and 
gaining  strength 
in  numbers! 


Imagine  living  in  a  foreign  land, 
struggling  with  the  language  and 
the  cultural  differences  to  get  the 
services  you  and  your  family  need. 

Two  years  ago,  Sandy  Farrow, 
Children's  Coordinator  for  the 
Dorchester  office,  recognized  this 
problem  and  started  a  program  to 
reach  out  and  support  Haitian  fami- 
lies, one  of  the  largest  ethnic  groups 
her  office  serves.  The  program  is 
managed  through  the  Haitian  Public 
Health  Initiative  and  has  helped 
dozens  of  families  who  have  children 
with  disabilities.  The  success  of  the 
program  has  spawned  similar  initia- 
tives to  assist  other  ethnic  groups. 

One  of  the  reasons 
the  Haitian  program 
succeeded  is  the  work 
of  three  energized 
mothers  who  molded 
the  program  and 
spend  countless  hours 
finding  and  helping 
Haitian  families  in 
need.  They  are:  Martin 
Adolphe,  Jeanne  Jean- 
Jacques,  and  Viergella 
Milord. 

"Before  I  was 
fighting  alone.  Now 
we  are  fighting 
together,"  Mrs.  Milord  says  simply. 

Mrs.  Jean-Jacques  explains,  "My 
child  has  Down  syndrome.  When  she 
was  younger  I  felt  I  had  no  one  to 
turn  to.  It  was  my  family's  problem.  I 
didn't  know  what  services  were 
available,  or  how  to  get  them.  This 
program  is  simple;  families  helping 
other  families,  sharing  experiences, 
and  gaining  strength  in  numbers." 


These  women  have  volunteered 
countless  hours  helping  families  in 
their  dealings  with  agencies,  advocat- 
ing, translating  and  explaining 
procedures.  They  are  also  available  at 
all  hours  of  the  day  and  night  to  help 
families  in  crisis. 

These  women  serve  on  the  local 
family  support  advisory  board  and 
help  to  direct  the  distribution  of 
services  for  the  program.  They  meet 
monthly  to  discuss  common  prob- 
lems and  look  for  solutions.  They 
listen  to  guest  speakers.  They 
develop  strategies  to  help  each  other 
and  find  more  families.  One  strategy 
that  evolved  from  these  meetings  was 
using  the  media,  particularly  cable 
access  programs,  to  get  their  message 
to  families  and  people  in  need. 

The  women  have  gone  to  statewide 
conferences  sponsored  by  the  DMR  to 
develop  leadership  skills  and  to  hear 
how  other  families  across  Massachu- 
setts cope  and  solve  problems. 

"So  many  families  have  a  tendency 
to  take  whatever  is  offered,"  Mrs.  Jean 
Jacques  explains.  "They  are  not 
aware  of  all  the  options  that  are 
available  from  the  DMR  and  other 
agencies  that  can  make  their  lives 
more  comfortable." 

"The  DMR  has  been  great,"  Mrs. 
Adolphe  adds.  "With  other  agencies 
you  feel  like  you  must  put  on  the 
boxing  gloves  when  you  deal  with 
them.  But  DMR  works  hard  at  work- 
ing with  us.  They  cut  down  the  red 
tape  and  give  us  the  tools  we  need  to 
get  the  support  services  we  need  and 
the  access  to  other  agencies." 


Metropolitan  Boston 


The  Mont  Family 


"I'm  very  proud 
of  my  son...  he's 
making  good 
progress!' 


When  you  enter  the  Mont 
home  in  Allston  you 
hear  the  hectic  sights  and 
sounds  of  an  average  family  with  four 
young  boys,  Bruce,  Christian, 
Jonathan,  and  Nicholas. 

The  Monts  were  honored  in  the 
Families  1,000  campaign  for  their 
leadership  and  the  work  Anthony  and 
his  wife  Anna  have 
done  helping  other 
Latino  families  in 
the  Boston  area  get 
support  services 
they  need  from  state 
agencies. 

"Through  our 
advocacy  and  asking 
questions  we  were 
able  to  get  support 
for  our  son  Nicholas 
who  has  mental 
retardation,"  An- 
thony explains. 
"Now  we  want  to 
help  other  families." 

Anthony  believes  it  is  particularly 
difficult  for  families  who  speak 
Spanish  to  get  the  services  they  need 
from  some  state  agencies.  Mont  says 
that  from  his  experience  agencies 
have  a  tendency  to  deny  services  to 
families  when  there  is  a  language 
difference.  In  many  instances,  Mont 
says,  it  is  simpler  for  agencies  to  say 
no  than  to  try  to  communicate  and 
work  with  the  family. 

Anthony  and  Anna  learned  about 
Latino  health  and  support  groups 


through  the  DMR.  Once  they  received 
the  supports  they  needed  for  Nicho- 
las, they  maintained  their  interest  and 
joined  local  parent  support  groups. 
Both  have  attended  statewide  leader- 
ship conferences. 

They  are  using  the  strategies  they 
learned  at  these  DMR  funded  confer- 
ences to  help  other  Latino  families 
increase  their  knowledge  and  under- 
standing about  mental  retardation 
and  available  services.  Anthony  has 
also  put  in  many  hours  serving  as  a 
translator  working  with  Latino 
families  in  the  Boston  area,  explaining 
their  needs  and  desires,  answering 
questions,  and  helping  them  gain 
access  to  services.  He  also  helps  out 
when  families  have  questions  with 
provider  agencies. 

"I  am  very  proud  of  my  son," 
Anthony  says.  "We  were  told  he 
would  not  be  able  to  walk,  but  he's 
walking  now  and  making  good 
progress. 

"It  was  something  to  see  all  of  those 
families  in  the  State  House  at  the 
Families  1,000  reception  last  March. 
There  were  so  many  severely  disabled 
children  in  wheelchairs,  and  to  hear 
the  stories  of  what  other  parents  go 
through. 

"It  made  me  feel  fortunate  that 
Nicholas's  level  of  disability  is  not  so 
severe,"  Anthony  adds.  "But  seeing 
those  children  made  me  want  to  work 
harder  to  make  sure  they  are  getting 
the  services  they  are  entitled  to." 


Southeastern  Massachusetts 


"Some  bonds 
are  just  too 
strong  to  break" 


Governors ^Iward 

Mr.  and  Mrs.  Kevin  and  Margaret  MacKenzie 


Many  years  ago,  when 
Margaret  Garvey  and 
Kevin  MacKenzie  were 
much  younger,  they  fell  in  love  as 
many  couples  do.  Their  only 
problem  was  that  their  love 
flourished  on  the  grounds  of  an 
institution  at  a  time  when  people 
with  disabilities  had  little  chance 
of  having 
normal  relation- 
ships. 

But  regardless 
of  what  obstacle 
was  placed 
before  them, 
Kevin  and 
Margaret 
devised  ways  to 
stay  together  as 
best  they  could. 
A  dozen  years 
ago,  the  pair 
moved  to  the 
community  and 
lived  in  nearby 
group  homes. 
The  pair  visited 
each  other 
frequently  and  relied  on  each 
other  for  companionship  and 
support. 

Kevin  knew  Margaret  was  the 
woman  he  wanted  to  marry.  He 


asked  her  many  times  but 
Margaret  politely  declined 
because  she  was  "too  nervous." 
But  the  bond  grew  stronger  and 
the  couple  finally  exchanged 
wedding  vows  last  winter. 

Their  local  newspaper,  The 
Enterprise  covered  the  ceremony, 
reporting,  "With  tears  flowing 
down  her  cheeks,  Margaret, 
exchanged  vows  with  Kevin  in 
front  of  about  60  invited  guests, 
many  of  them  friends  and  social 
workers  who  have  known  the 
couple  for  much  of  their  lives." 

The  couple  now  makes  their 
home  in  an  apartment  complex  in 
Brockton  and  receive  some 
support  from  the  Brockton  Area 
Multi-Service  Center.  Both 
Margaret  and  Kevin  have  retired 
from  their  jobs  in  the  commu- 
nity. 

The  MacKenzie 's  have  their  own 
hobbies,  interests  and  friends, 
and  share  many  interests  in 
common,  especially  going  out  to 
eat  in  local  restaurants. 

Having  been  so  close  for  so 
long,  the  MacKenzie's  express 
their  happiness  at  finally  being 
married. 


Southeastern  Massachusetts 


Mr.  &  Mrs.  Robert  Courtemanche 


A day  of  white  dresses,  tuxedos, 
white  limousines,  a  bridal 
party,  families  and  friends 
filling  two  sides  of  a  cathedral,  sacred 
rituals  and  solemn  vows;  all  followed 
by  a  gala  hotel  reception.  This  was  the 
day  when  Norma  Vallas  and  Robert 
Courtemanche  exchanged  wedding 
vows  in  a  traditional  ceremony  at  the 
Annunciation  Greek  Orthodox  Church 
in  Brockton. 

Five  years  ago,  the  couple  met  at  a 
day  program  in  Taunton.  After  a 
courtship  and  double-dating  with 
Norma's  parents  and  staff  from  Bob's 
residential  agency, 
Norma  and  Bob  discov- 
ered they  wanted  to 
spend  their  lives  to- 
gether. Their  service 
coordinators  thought  it 
might  be  wiser  to  wait 
to  make  sure  the  bond 
was  solid.  But  Bob  and 
Norma  knew  better,  and 
as  Norma's  mother 
Stacey  explains,  "Bob  and 
Norma  wanted  it.  And  if 
they  wanted  to  get 
married  that  much,  we 
had  a  duty  to  get  to- 
gether and  figure  out 
how  to  make  it  work." 

Bob  and  Norma's 
convictions  were  so 
strong  and  their  argu- 
ments so  persuasive  that  a  methodi- 
cal seven-year  marriage  plan  their 
service  team  developed  quickly 
telescoped  down  to  a  one-year  plan. 


"We  got  the  families  together  and 
really  started  to  plan,"  Mrs.  Vallas 
explains.  The  Vallas's  renovated 
space  in  their  Taunton  home  to  create 
a  cozy,  one  bedroom  apartment  for 
the  couple.  Mrs.  Vallas  and  Mrs. 
Courtemanche  "worked  together  like 
sisters"  with  Norma  to  turn  the  rooms 
into  a  home,  making  the  most  of 
space-saving  techniques.  Norma  and 
Bob  began  couples  counseling  to 
prepare  for  their  lives  together. 
Westport  Associates,  their  service 
provider,  offered  specialized  training 
and  support  to  the  Vallas'  so  they 
could  provide  the  support  the  newly- 
weds  needed  to  live  in  their  new 
home. 

After  the  wedding,  the  couple  went 
on  a  honeymoon  to  Florida.  They  have 
been  living  successfully  in  the  apart- 
ment for  the  last  three  years. 
Westport  continues  to  provide 
creative  and  ongoing  support  to  the 
Courtemanche's  allowing  them  to 
develop  new  skills,  participate  in 
leisure  activities  and  take  vacations. 

"I  like  being  married  to  Bob.  He's 
my  sweetheart  and  my  friend,"  Norma 
says.  "He  helps  me." 

"It's  worked  out  great.  I  really  like 
living  here,"  Bob  adds. 

The  Courtemanche  and  Vallas 
families  are  good  examples  of  the 
positive  outcomes  that  happen  when 
people  listen,  take  risks,  and  work 
together  to  support  people  with 
disabilities. 
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Southeastern  Massachusetts 


Joanne  Farias  and  Lori  DeCosta 


"She  taught  me 
to  be  sensitive 
to  a  disability,  but 
more  sensitive 
to  ability]'' 


■  t  is  a  bond  that  fused  16  years  ago 
I  when  Joanne  (DeCosta)  Farias  was 
1  19  years  old  and  Lori  was  only  six. 

Joanne  baby-sat  for  a  family  in 
Dartmouth  who  provided  foster  care 
for  several  children  with  disabilities. 
When  Joanne  learned  that  the  family 
was  considering  placing  Lori  in 
another  home,  Joanne  knew  she  was 
the  one  who  had  to  take  care  of  Lori. 
But  when  you're  19  and  still  living 
with  your  parents,  assuming  the 
responsibility  of  raising  a  child  takes 
a  lot  of  convincing. 


"My  parents  thought 
I  was  crazy,"  Joanne 
recalls.  "But  I  am  very 
strong-willed.  It  took 
me  about  two  weeks 
and  I  eventually  wore 
them  down.  It  was 
the  best  decision  we 
ever  made.  When  I 
met  Lori  we  both 
knew  it  was  going  to 
be  a  long-term, 
forever  kind  of  thing. 
We  all  fell  in  love  with 
Lori,  and  she  became 
part  of  the  DeCosta 
family." 

Joanne  and  Lori 
eventually  moved  out 
of  the  DeCosta 
household.  Joanne 


continued  to  provide  foster  care  but 
after  several  years  she  decided  to 
make  it  official  and  adopt  Lori. 
Several  years  later,  Joanne  got  mar- 
ried to  Wayne  Farias  and  the  family 
now  has  five  other  children,  Deejay, 
Tyler,  Leah,  Tessa,  and  Aydan.  The 
Farias's  and  relatives  did  everything 
they  could  to  make  sure  Lori  led  a  life 
like  every  other  kid  in  Dartmouth. 

"Lori  taught  me  so  much,  how  to  be 
caring,  and  how  to  be  a  parent," 
Joanne  explains.  "She  taught  me  to  be 
sensitive  to  a  disability,  but  more 
sensitive  to  ability.  Some  people 
think  I'm  hard  on  her,  but  the  real 
world  can  be  a  lot  harder.  I  wanted 
Lori  to  be  able  to  cope  with  anything 
and  have  a  normal  life." 

Joanne  believes  her  experiences 
raising  Lori  steered  her  towards  a 
career  path  of  working  with  people 
with  disabilities.  She  has  worked  in 
direct  care  and  now  serves  as  a 
psychologist's  assistant  serving 
behaviorally  challenged  individuals. 

Lori  went  to  Dartmouth  High 
School,  served  as  a  cheerleader, 
graduated,  and  has  grown  into  a 
confident  and  engaging  young 
woman.  Lori  is  22  now,  helps  out 
around  the  house,  is  active  in  the 
community,  has  a  large  network  of 
friends,  travels  a  lot,  and  is  looking 
for  a  good  job. 


Southeastern  Massachusetts 


TheTherrien  Family 


"This  is  our 
girls'  home" 


It  was  a  30-year  odyssey  that  finally 
allowed  Roland  Therrien  to  say 
these  words  in  the  kitchen  of  his 
daughters'  new  home  in  Dighton. 
Lorraine  had  lived  for  more  than  30 
years  at  the  Monson  Developmental 
Center.  Kathy,  her  younger  sister, 
lived  for  20  years  at  the  Paul  A.  Dever 
Developmental  Center  in  Taunton. 
For  a  while,  both  sisters  lived  at  Dever 
but  never  in  the  same  room,  nor  even 
in  the  same  building. 


"My  wife  (Gloria)  and  I 
always  kept  close  tabs  on 
the  girls.  We  attended 
every  ISP  meeting,"  their 
father  explains.  "All 
along,  I  had  two  priorities. 
First,  we  always  tried  to 
improve  the  living  condi- 
tions to  be  more  like  a 
home.  Second,  I  wanted 
my  two  girls  to  live 
together." 


When  the  Dever  phase 
down  was  announced  in  1991,  it 
raised  some  questions  for  the 
Therriens.  Change  usually  does.  But 
this  family  saw  an  opportunity  to  give 
their  daughters  what  they  had  always 
dreamed  of. 

"Rick  O'Meara  (Regional  Director), 
Jack  Riley  (Facility  Director),  Diane 
Rodriguez  (Area  Director),  Pattie 
Butterfield  (Assistant  Director  of 
Transitional  Planning)  and  other  DMR 
staff  suggested  an  intriguing  option 
of  a  brand  new  home  in  Dighton 
where  our  daughters  could  live 
together,"  Mr.  Therrien  continues. 
"We  were  very  interested.  We  held  a 
lot  of  meetings.  When  we  had 
everything  ironed  out  and  everyone 
agreed  I  said,  'Fine.  Put  everything  in 
writing.'  They  did.  We  built  this  new 


home  together  and  my  girls  moved  in. 

"The  move  went  very  smoothly. 
The  DMR  and  Cooperative  Produc- 
tions staff  including  Bill  Corbett 
(Executive  Director)  and  Paula  Latham 
met  every  objective  and  kept  us  fully 
informed  every  step  of  the  way." 

According  to  the  Therriens  there  is 
no  comparison  between  an  institution 
and  living  in  a  home  in  the  commu- 
nity. 

"This  is  a  home.  The  doors  are 
always  open.  Gloria  and  I  or  my  sons 
can  visit  or  check  up  on  things  any 
time  of  the  day  or  night.  You  feel  at 
home  when  you  visit.  There's  a  sense 
of  privacy.  The  staff  here  have 
become  a  part  of  our  family  and  they 
do  a  terrific  job." 

Mrs.  Therrien  adds,  "When  we 
visited  Lorraine  or  Kathy  at  Monson 
or  Dever  they  would  go  running  for 
their  jackets  so  they  could  get  out  or 
go  home.  Now,  when  we  visit,  they 
want  to  stay  right  here,"  her  eyes 
spanning  the  bright  living  room  and 
spacious  kitchen  in  her  daughters' 
home. 

What  does  it  take  to  be  the  parents 
of  two  daughters  with  disabilities? 
Mr.  Therrien  says  that  for  him  it  takes 
love,  patience,  perseverance,  and 
planning. 

"I  always  looked  at  the  future  and 
anticipated  what  was  coming  down 
the  road  so  we  were  ready  for  any- 
thing," Mr.  Therrien  sums  up.  "I  like 
to  keep  an  eye  on  state  and  national 
trends  that  might  affect  services  or 
funding.  It's  not  easy,  but  you  can 
never  give  up.  The  rewards  are  too 
great." 


Massachusetts 
Department  of  Mental  Retardation 


y       /he  Department  of  Mental  Retardation  (DMR)  is  an  agency  within  the  Executive  Office 
i  of  Health  and  Human  Services  that  is  responsible  for  providing  services  and  supports 
i^r  to  Massachusetts'  citizens  with  mental  retardation. 

Everyday  the  DMR  provides  a  wide  array  of  services  to  more  that  24,000  individuals.  Their 
level  of  disability  may  require  assistance  in  job  placement,  transportation,  residential  services, 
or  intense  levels  of  treatment,  monitoring  and  care.  The  Department  also  provides  assistance 
to  people  with  severe  disabilities. 

The  DMR  follows  a  "consumer-driven"  approach.  This  approach  places  emphasis  on  indi- 
vidual needs  and  preferences.  The  DMR  strives  to  create  an  array  of  supports,  housing  op- 
tions, training  and  services  that  are  custom-fit  to  a  person's  needs  and  desires. 

DMR  is  committed  to  creating  opportunities  for  people  with  mental  retardation  to  become 
fully  integrated  in  their  communities  by  providing  a  wide  range  of  choices.  It  promotes  indi- 
vidual decision-making,  encourages  family  involvement,  and  emphasizes  consumer  and  family 
participation. 
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